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  Abstract 
The medical education curriculum in the UK includes a component on understanding and appreciating the 
psychosocial aspects of illness and care. Yet, children’s own experiences of illness and care are often 
overlooked. This article explores these neglected experiences and insights through an examination of 
paediatric epilepsy. The psychosocial implications of being diagnosed and living with epilepsy for children 
and their families are wide ranging, affecting physical and emotional wellbeing and involvement in 
everyday activities as well as being burdensome to manage and treat. As such, children and their families 
have to utilize various coping strategies in order to incorporate epilepsy into their lives. Obtaining and 
appreciating children’s own experiences and perspectives can highlight key challenges for healthcare 
professionals working with these patients and their families, including recognizing children’s autonomy, 
effective communication with them, and acknowledging the wider context of children’s lives. 
 
INTRODUCTION 
Illness and care do not occur in isolation – both are 
influenced by a range of social and psychological 
factors. Understanding these dimensions of illness and 
care is a core proponent of medical education in the 
UK.
1 
This is reflected in the design of the medical 
curriculum, which expressly aims to ensure that 
graduates have the skills to identify and understand the 
impact of societal and behavioural factors that 
contribute to illness or can impede treatment success.
1,2
 
Despite this laudable aim, there is often not enough 
time or space given to allow students an in-depth 
exploration of these influential factors.
3
 In particular, 
children’s own experiences of illness and care are not 
often represented in the curriculum. 
 
This neglect is also sadly reflected in wider social 
science and clinical research.
4
 Research has previously 
focused on parental reports of children’s illnesses, 
using these as the lens through which to explore the 
impact illness has had on their child’s life.5 Although  
this perspective has value, recent literature in this area 
has suggested that obtaining children’s own  
experiences and accounts of illness and care provides 
much richer insights.
6
 This acknowledgement of the  
value of seeking children’s perspectives directly 
reflects a broader shift in our recognition of children’s 
ability to understand and articulate their experiences 
and their right to be heard.
7 
This shift has primarily 
been driven by the introduction of the United Nations 
Conventions on the Rights of the Child
8
 and, more 
recently, the increasing focus on the child directly as 
the primary service user in the field of paediatrics. 
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This article aims to build upon this by exploring how 
children experience illness and its associated 
psychosocial impacts, focusing specifically on 
paediatric epilepsy, a chronic condition that is often 
diagnosed in childhood. Epilepsy is a complex 
condition that is considered a spectrum disorder, and 
carries with it a high risk of comorbidities.
9
 
Consequently, a diagnosis of epilepsy holds a variety 
of implications for a child’s life beyond the physical 
effects associated with seizures.
10
 The primary goal in 
contemporary epilepsy management and treatment is 
therefore to optimize the child’s life in order to give 
them a lifestyle that is as free as possible from not only 
the medical but also the psychosocial effects of their 
condition.
11
 This makes it an ideal example through 
which to explore the broader topic of children’s 
experience of illness.  
This article begins with a brief exploration of the 
similarities and differences between child and adult 
patients in terms of psychosocial implications of 
illness and care. This is followed by an examination of 
the psychosocial impacts of epilepsy on children, 
before moving on to explore children’s own accounts 
of coping with illness, including the role their 
immediate family has within the coping process. In the 
final section, a discussion of the challenges facing 
medical professionals as they engage with children in a 
healthcare context will be presented.  
 
Children and adults: different? 
Illness can have different clinical presentations in 
children and adults, and both groups will also respond 
differently to treatment. Similarly, the psychosocial 
impacts of illness will influence them in differing 
manners. Childhood and adolescence are stages of life 
characterized by rapid and extensive physical, social, 
emotional, and cognitive development.
12
 How children 
experience illness is inevitably shaped by their stage in 
life, the degree to which they are able to understand 
and/or accept their illness and associated care, their 
interactions with adults, the meaning of illness in their 
lives, and what they prioritize as significant and 
important.
4,7
 Put simply, the differences between 
children and adults developmentally will shape the 
psychosocial impact of illness and care. It is important 
to understand these differences and the resulting 
challenges when providing care for young patients.  
 
Psychosocial impacts of illness: children with 
epilepsy  
Research has identified that epilepsy can have a 
significant physical, emotional, and social impact on 
children’s lives. It is also not uncommon for other 
neurological (e.g. autistic spectrum disorder) and non-
neurological problems (e.g. gastroesophageal reflux) to 
coexist with epilepsy.
12,13
 
 
Physical and emotional impact 
Repeated seizures can have a direct impact on 
children’s health and wellbeing including physical 
injuries, muscular pains, headaches, tiredness and 
general lack of energy, and the need for more sleep 
than normal.
14,15
 The side effects of antiepileptic 
medication can also have ramifications for children. 
These can be physical – such as weight gain, stomach 
aches, and headaches – and emotional, such as mood 
changes.
6,17
 
 
Unlike many adults, children may not be able to fully 
articulate or realize the true nature of these physical 
and emotional changes to their bodies. For example, 
children have reported that antiepileptic medication 
can make them “feel bad” in a general sense.6, 16 
Healthcare professionals must therefore be alert to this 
and understand that “feeling bad” is a justifiable side 
effect of epilepsy and may allude to other underlying 
issues. Although these physical and physiological 
implications of having epilepsy cannot always be 
entirely reduced or mitigated, an understanding of how 
they affect children’s lives is vital to helping them live 
as freely as possible from the effects of their condition. 
This also provides an opportunity to help children 
better understand their condition by helping them 
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explore why they “feel bad” and identify the specific 
causes of this feeling. 
 
Children with epilepsy often report a range of negative 
emotions in relation to their condition. These include 
feeling troubled, sad, or occasionally depressed, and 
experiencing frustration or anger at issues such as 
having seizures, medication, and the accompanying 
side effects.
17
 Feelings of fear, including that of death, 
have also been reported by some children in the 
context of what happens to them in a seizure.
18
 When 
describing social relations, children report feeling 
lonely or isolated, and being embarrassed about being 
seen having a seizure.
16
 Nevertheless, children also 
report positive emotions relating to their epilepsy, 
including having a sense of pride in coping with 
epilepsy and feeling special.
18
 These emotional and 
mental health symptoms are often overlooked or 
undiagnosed, and hence go untreated.
18,19
 This is 
because such symptoms are primarily mistaken to be a 
result of seizure activity.
19,20
 Therefore, an awareness 
of such problems that children may be experiencing 
but are unable to fully articulate or understand will be 
useful in helping healthcare, education, and social care 
professionals identify and mitigate potential concerns 
while strengthening positive coping mechanisms.  
 
However, paediatric epilepsy does not only affect a 
child’s life, it also has ramifications for their parents, 
siblings, and wider family networks. Parents of 
children with epilepsy often describe feeling burnt out 
and exhausted from worry, and report that the constant 
(perceived) need to monitor their child’s physical and 
mental health is draining. This can be exacerbated by 
the challenge of acting as their child’s advocate in 
healthcare and education contexts.
15
 Siblings have also 
reported feeling anxious, sad, worried, and lonely or 
isolated in their own right.
6
  
 
 
 
Impact on involvement in everyday activities and 
social relations 
Beyond the direct effects on physical and emotional 
wellbeing, having epilepsy can also influence 
children’s involvement in everyday activities. Children 
often report limitations in their participation in social 
activities and education because of their epilepsy.
15,16
 
The specific activities that children and young people 
have expressed frustration about not being involved in 
changes with age. While missing sleepovers and 
interrupting play with friends to take medication were 
significant concerns for younger children,
20
 older 
children were more concerned with the consequences 
of going to nightclubs or drinking alcohol, and whether 
they will be able to drive.
16
 These varied limitations 
may mean, or at least make them feel, that they are 
treated differently from their peers, causing them stress 
and anxiety.  
 
Some restrictions on what children can do in their 
everyday lives come from suggestions by healthcare 
professionals intended to minimize risk to the child, 
for example taking baths alone. Parents and teachers 
also attempt to limit the risk of injury or harm by 
restricting a child’s involvement in everyday activities, 
for example, not allowing young children to play with 
friends outside.
15,16
 In addition, children have also 
described holding themselves back from engaging in 
social and everyday activities because of a lack of self-
confidence.
16
 This can create a profound impact on 
children’s emerging and developing autonomy.17 
Keeping epileptic children safe from harm while 
allowing them freedom to behave like other children is 
clearly a challenging balancing act. Healthcare 
professionals play an important role in ensuring that 
this balance is struck through conversations with 
children and their parents.  
 
This balance is also particularly paramount as the 
theme of “being normal” is striking in many accounts 
of children’s own experiences of epilepsy. Children 
with epilepsy describe being “normal” as vitally 
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important, yet many report feeling different and that 
they do not belong.
17
 Many studies have widely 
documented that children with epilepsy experience 
difficulties in making friends and are bullied and 
stigmatized, hence affecting their social development
.2
 
Moreover, the need to take medication serves as a 
constant reminder of their differences, resulting in 
potential issues of non-adherence to medication 
regimes in later life.
18
  
 
Children’s differing competencies and levels of 
understanding may preclude them from talking about 
the problems they are facing or from being able to 
articulate that something is wrong. Being aware of 
these potential impacts of living with epilepsy from a 
child’s perspective may contribute to earlier 
interventions and support where required. It is 
important, for example, to note that stress and anxiety 
are commonly associated with depression, and that 
adult problems often have antecedents in childhood. 
Poorer socioeconomic outcomes and early deaths in 
adulthood following childhood-onset epilepsy are also 
associated with poor mental health in childhood. 
22,23
 
Consequently, great care and attention should be given 
to identifying and addressing stress and anxiety in its 
early stages. 
 
Coping with illness 
Given the psychosocial impacts of illness and care, it is 
important to understand how children and families 
cope with epilepsy. This can facilitate the development 
of supportive interventions that will enhance 
acceptance of the illness and ultimately assist in the 
coping process.
12 In this article, “coping” refers to both 
the practical response to illness and the cognitive 
strategies by which individuals give meaning and 
come to terms with their altered situation and body.
24,25
 
 
The accounts of children with epilepsy have 
consistently emphasized the importance of emotional 
and practical support from their parents and siblings, 
such as helping them through seizures and being there 
afterwards to ensure that they are feeling fine.6 In 
addition, parents support and assist children by 
reminding them to take their medications day and 
night, with the hope that it will also prevent 
seizures.
15,21
 Other practical coping mechanisms 
supported by families include strategies to prevent 
seizures, such as maintaining regular sleeping patterns, 
limiting trigger activities, and being aware of auras.
15,21 
Support from close family members can help children 
adapt to the changes that being diagnosed and living 
with epilepsy brings.
15,26
 
 
It is important, however, not to assume that parents 
and children cope with illness in the same way or that 
they need the same support. For example, parents 
emphasize the importance of learning about epilepsy 
as it helps them to cope with their new care-giving 
responsibilities.
15,27 
Healthcare professionals can easily 
facilitate this learning by providing suitable resources. 
On the other hand, more information or knowledge 
about epilepsy is less vital to children and, for some, 
may even be unwanted.
15
 This difference between 
children and parents needs to be managed delicately. 
Given the intertwined nature of coping, it is important 
to ensure that parents and siblings are able to cope 
effectively as this will boost the child’s ability to cope 
themselves.
12
 
 
As noted above, coping also has a cognitive dimension 
that relates to how illness is given meaning. After a 
diagnosis of epilepsy, children and parents can crave 
the “normal” life that existed before.28 Although a 
“normal” life is potentially achievable with appropriate 
treatment and management of the condition, it is part 
of the coping process for parents in particular to mourn 
the “old normal” and the childhood that their children 
could have had. 
 
The presence of a chronic illness creates a new sense 
of normality; children and their families generally 
make adaptations and compromises in their lives to 
accommodate it.
27
 Roles and routines change as the 
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management of the condition gets absorbed into 
everyday family life. For example, parents often refer 
to the process of reframing the parental role to include 
more of a carer role.
28
 Similarly, medication regimes 
will form part of a new routine for everyday family 
life.
29
 It is important to note, however, that children are 
not passive in this process; they actively participate in 
creating this new “normal” as they accommodate the 
condition and should be supported in doing so.
7
 For 
example, many children with epilepsy choose not to 
disclose their diagnosis to peers and friends to 
maintain their “normality”.16 Appreciating these wider 
impacts of epilepsy allows for a better appreciation of 
how children and their families begin to understand 
and cope with the condition now being part of their 
lives. 
 
Challenges of paediatric care 
Differing capabilities, life experiences, maturity levels, 
and the wider context of family can all prove 
challenging for healthcare professionals as they seek to 
treat and manage childhood illness.  
 
Recognizing children’s agency and autonomy 
A great deal of medical research and clinical practice 
on childhood illness has operated on the basis that 
children under the age of 12 years are not seen as 
capable of taking on responsibilities of or being 
actively involved in their own chronic illness.
30,31
 It is 
only at the point of adolescence that children, or young 
people, are seen as being able to begin taking charge of 
their own care.
32
 It is unsurprising then that decisions 
around participation and agency are usually mitigated 
by the child’s chronological age and maturity.33  
However, children have shown the capacity for a 
strong practical understanding of their condition. They 
see themselves as key contributors to their own care 
and appreciate adults engaging with them in ways that 
acknowledge this.
32
 Alderson and colleagues
32
 
demonstrated that from as young as 4 years of age, 
children start to understand the principles of the 
diagnosis of diabetes and make responsible decisions 
regarding management. Their competence to consent 
was developed through their experience rather than 
age. Furthermore, children demonstrated and enacted 
their agency – as social agents making choices and 
taking responsibilities in conjunction with those 
around them.
4,33
 It is therefore important that children’s 
contributions in healthcare discussions should be 
recognized as valuable and reliable,
31
 and that 
paediatric healthcare professionals should 
acknowledge children’s agency and autonomy through 
their conversations and in the decision-making 
process, instead of deciding this solely based on a 
child’s age.  
 
Developing effective communication 
Our society is structured around a generational 
hierarchy that results in a power imbalance between 
children and adults. Inevitably, this will shape 
expectations of the adults (parents and healthcare 
professionals) and the children involved in a healthcare 
setting. Skilful communication is therefore required to 
facilitate children’s meaningful participation in their 
care. This includes the following: being mindful of 
different capacities and priorities of children, taking 
care not to be patronizing, describing why their views 
are being sought, and how this situation might be 
different from what happens in other contexts, for 
example in school. Offering children alternative ways 
to communicate and participate, or simply to help them 
feel at ease during an appointment, can also allow 
them to set the style of conversation engagements. 
How children prefer to communicate and participate 
may change as the child becomes more confident, and 
certainly as they become older, so it is useful to do 
periodic checks on whether the child is happy with the 
process and styles of communication.
32,33
 
 
Acknowledging wider contexts of children’s lives 
As highlighted above, it is important to appreciate that 
children are generally not experiencing their illness 
alone. Parents and healthcare professionals hold key 
roles in a child’s life, particularly in the context of 
RES MEDICA 
Journal of the Royal Medical Society 
EST. 1957 Autumn 2017 VOL. 24   Issue 1 
doi:10.2218/resmedica.v24i1.2509 
                                                                                                                                                                SPECIAL ARTICLES 
 
 
84 
RES MEDICA    AUTUMN 2017   VOL.24;1 
Copyright © 2017 RES MEDICA. All rights reserved 
doi:10.2218/resmedica.v24i1.2509 
 
illness.
5,34
 They are both facilitators and restrictors to a 
child’s agency, often making decisions as to whether 
the child is “able” or “capable” to participate in 
discussions and to what extent and form this 
participation takes.
5
 
 
LeFrancois
35
 highlighted that the connection of this 
with age and competency is particularly acute when 
children actively take responsibility for their health 
and medication in a manner that differs from their 
parents’ perspective. According to LeFrancois, when 
such views differ, parents are likely to elicit a 
protectionist response and deem their children as both 
vulnerable (“too young”) and incompetent 
(“immature”) by virtue of their status as a child with a 
chronic illness.
35
 The connection of chronological age 
and maturity with competence, and correspondingly 
with agency, can lead to children appearing passive 
with no role to play in their own illness and care.
36
 It is 
important that healthcare professionals do all they can 
to ensure that children are provided ample 
opportunities to exercise their agency through effective 
communication.
5
 Furthermore, parents themselves may 
also need more information and support, which can 
potentially result in them dominating the discussions. 
Opportunities for parents to discuss concerns with 
healthcare professionals independently may also be 
valuable, such that time spent with the children will be 
focused on them and their needs.  
 
Coyne
34
 illustrated that children’s emerging autonomy 
needs to be fostered by both parents and medical 
professionals. Both have a significant influence on 
whether a child’s efforts to participate are supported.38 
Being aware of interactions and ensuring that parents 
do not dominate or dismiss children’s views and 
opinions is important for effective communication and, 
in turn, for recognizing children’s autonomy.5 
 
CONCLUSION 
This article sought to draw attention to children’s 
experiences of illness and care using the example of 
paediatric epilepsy, where the impacts of the condition 
are wide ranging and entrenched. Although the issues 
discussed specifically pertain to epilepsy, similar 
connections can be drawn with other chronic paediatric 
conditions such as diabetes and asthma.
5,37,38 
 However, 
children with epilepsy can, to an extent, “hide” their 
epilepsy from friends to maintain their “normality” to 
others; this is not possible with conditions such as 
asthma where disclosure is inevitable. There are 
similarities in response to diagnosis for children and 
parents, but there are also differences.  
 
Children do not experience illness and its care alone; 
parents also experience ramifications and manage their 
children’s psychosocial needs as well as their own in 
the process, as both move towards a new family life 
that incorporates it. Having an awareness of how a 
diagnosis can be perceived by the child, family, and 
wider social circles will ensure that children with 
epilepsy and their families can be fully supported by 
healthcare professionals throughout the course of the 
illness and its treatment. Key challenges to working 
with paediatric populations highlight the need to 
recognize children’s autonomy and agency, to engage 
in effective communication, and to understand their 
wider contexts of family life.  
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